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ABSTRACT
Data-to-Care (D2C) uses surveillance data (e.g., laboratory, Medicaid billing) to identify out-of-care
HIV-positive persons to re-link them to care. Most US states are implementing D2C, yet few studies
have explored stakeholders’ perspectives on D2C, and none have addressed these perspectives in
the context of D2C in jail. This article reports findings from qualitative, semi-structured interviews
conducted with expert stakeholders regarding their perspectives on the ethical challenges of
utilizing D2C to understand and improve continuity of care among individuals incarcerated in
jails. Participants included 47 professionals with expertise in ethics and privacy, public health and
HIV care, the criminal justice system, and community advocacy. While participants expressed a
great deal of support for extending D2C to jails, they also identified many possible risks.
Stakeholders discussed many issues specific to D2C in jails, such as heightened stigma in the jail
setting, the need for training of jail staff and additional non-medical community-based
resources, and the high priority of this vulnerable population. Many experts suggested that the
actual likelihood of benefits and harms would depend on contextual details. Implementation of
D2C in jails may require novel strategies to minimize risk of disclosing out-of-care patients’ HIV
status.
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Incarceration can disrupt the continuity of HIV care
(Loeliger et al., 2018). A recent systematic review found
that while viral load and adherence improved during
jail or prison, post-release HIV-related outcomes were
even worse than before incarceration (Iroh et al., 2015).
However, recent developments in community-based
HIV surveillance methods show promise for improving
HIV care linkage, retention, and reengagement in care
(Castel et al., 2018; Enns et al., 2016; Mulatu et al., 2018).
One prominent approach implemented by most US
jurisdictions is community-based Data-to-Care (D2C).
Under this program, health departments receive and
analyze a variety of routinely collected health data,
which can be used to assess access to care among people
living with HIV (PLWH). These data often consist of
HIV viral load test results (which are mandatorily repor-
table in the US), Medicaid claims records, or electronic
health records from private or state-run systems. Once
a PLWH is identified as having had a lapse in accessing
care, state or local health department outreach workers
will attempt to contact the patient by phone or in person,
and offer support to reengage them in care (Centers for
Disease Control and Prevention, 2015; Hart-Malloy
et al., 2018; Magnus et al., 2012; Sweeney et al., 2018;
Tesoriero et al., 2017; Udeagu et al., 2019). D2C may
be particularly effective for facility-based identification
of out-of-care persons – for example, as they enter or
leave county jails – due to known challenges of linkage
following incarceration (Dombrowski et al., 2018;
Myers et al., 2018).
Few studies have explored stakeholders’ perspectives
on D2C (Dombrowski et al., 2016; Evans et al., 2015),
and none have addressed these perspectives in the con-
text of D2C in jails. In developing D2C strategies to bol-
ster continuity of HIV care for individuals incarcerated
in jails, one critical set of considerations is the ethical
questions it raises regarding the uses of public data, priv-
acy rights among incarcerated people, and the risks of
government intrusion. Current ethical frameworks for
D2C adopt a population health perspective (Fairchild
et al., 2007; Lee et al., 2012), but none give special con-
sideration to whether and how incarcerated individuals
ought to be considered differently. Therefore, the goal
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of this study was to explore expert stakeholders’ perspec-
tives on the ethical challenges associated with utilizing a
D2C strategy to improve HIV care among individuals
incarcerated in jails.
Methods
This article reports findings from qualitative, semi-struc-
tured interviews conducted with key stakeholders
regarding their perspectives on the ethical challenges of
leveraging enhanced HIV surveillance methods, includ-
ing D2C, to understand and improve continuity of care
among PLWH who have spent time in county jails. Par-
ticipants included stakeholders with a wide range of pro-
fessional expertise on the topic. The study was approved
by the Internal Review Board of the University of North
Carolina at Chapel Hill.
Data collection
Expert stakeholders were recruited via a purposive
sampling strategy. We aimed to recruit three to five par-
ticipants in each of the following categories: ethicists,
privacy experts, researchers, public health personnel,
HIV medical providers, jail administrators, legal
experts, and community advocates, with a balance of
local knowledge and national expertise. Potential par-
ticipants were identified using a combination of
methods, including the research team’s professional net-
works, literature review and online searches, and snow-
ball sampling, which is particularly effective for
reaching expert populations (Bernard, 2011). Prospec-
tive participants were contacted over email by a mem-
ber of the research team and invited to participate in
the study. Prior to the interview, participants were
asked to review an informational video that presented
key study background.
Semi-structured interview guides were tailored to sta-
keholder categories and included questions about the
participant’s professional background and perspectives
on: HIV surveillance and D2C in the general population,
potential use of HIV surveillance and D2C in North Car-
olina jails, privacy, community engagement, data gov-
ernance, and research practices. To help respondents
engage with these topics, we asked them to identify the
potential benefits and harms associated with each. A
member of the research team with training in qualitative
interviewing conducted each interview after obtaining
informed consent. With the exception of one participant,
who declined to be recorded, interviews were audio-
recorded and conducted either in person or via video-
conference or telephone. Interviews lasted between 40
and 107 min.
Data analysis
After audio-recorded interviews were transcribed verba-
tim by a professional transcriptionist, a thematic analysis
of interview transcripts was undertaken using Dedoose
software. A set of twenty-two codes that included a com-
bination of a priori and inductively derived thematic cat-
egories was organized into a structured coding dictionary
that included a definition for each code. During an initial
training period, each transcript was coded by multiple
members of the research team; four transcripts were
coded by four coders, and ten were coded by two coders.
Discrepancies were discussed and resolved and the cod-
ing dictionary was refined so that understandings of con-
cepts and codes remained in agreement. The remaining
transcripts were coded by a single reviewer. After coding
was completed, salient themes were identified for further
analysis and coding reports from each coding category
were further examined to identify patterns across the lar-
ger dataset.
Results
Participants included 47 stakeholders in four key
domains: ethics and privacy (n = 9), public health (n =
24), criminal justice (n = 7), and community advocates
(n = 7). (See Table 1.) Thirty participants were from
North Carolina; the remainder lived in other US states
(n = 15) or outside the US (n = 2). Because we thought
that participants might have different perspectives
depending on their proximity to jail and HIV+ popu-
lations, we characterized them as distant (low knowl-
edge/low contact), medium (high knowledge/low
contact), and close (high knowledge/high contact) for
both jails and HIV. Participants were roughly evenly
divided between these subcategories but we did not
detect patterns in interview responses based on these
classifications.
Table 1. Stakeholder type
Stakeholder categories n (%)
Ethics and privacy
Ethicists 4 (8.5)
Privacy experts 5 (10.6)
Public health
Researchers 8 (17)
Federal, state, and local public health personnel 8 (17)
HIV linkage staff 4 (8.5)
HIV providers 4 (8.5)
Criminal justice
Jail administrators 4 (8.5)
Legal experts 3 (6.4)
Community advocates
Criminal justice 3 (6.4)
HIV 4 (8.5)
TOTAL 47
While participants expressed a great deal of support
for extending D2C to the jail context, they also identified
many possible risks. Many indicated that the benefits of
D2C likely outweighed the risks. Most suggested that the
success of this intervention would depend on how it was
implemented. Four participants had major concerns
about implementing D2C in jails. In what follows, we
report participants’ perspectives on the potential benefits
and harms of extending D2C to the jail setting. We then
discuss contextual factors that could potentially affect the
overall balance between benefits and harms. Illustrative
quotations are provided in Table 2, and key themes are
denoted in italics.
Potential benefits
Almost all participants saw clear public health benefits of
implementing D2C in jails. Nineteen participants men-
tioned improved access to HIV care and continuity of
care upon release from jail as important benefits of
D2C. Several of these participants also indicated that
D2C could help address known barriers to engaging in
care post-release by providing transportation and infor-
mation about medication assistance programs. Similarly,
improved access to care facilitates improved health and
reduced HIV transmission, which was cited by thirteen
participants as benefits of D2C in jails. Eleven partici-
pants noted that people incarcerated in jails represent a
vulnerable population due to higher out-of-care rates
and lower rates of viral suppression. This increased
risk makes them a high priority population for the kind
of support that D2C might provide.
Two participants mentioned that implementing D2C
in jails has an advantage over the community setting in
that one of the primary barriers to D2C – finding and
contacting PLWH in the community – is removed. Elim-
inating the location burden of standard D2C was thus
seen as a crucial benefit of D2C in jails. Relatedly, two
participants suggested that jail incarceration was an
optimal time to intervene because their incarceration
Table 2. Illustrative quotations
Benefits
Improve access to care “I know of several individuals who were incarcerated, who were HIV positive, who had concerns going into jail about not
having access to their medications, and once released, trying to get linked back into care. If this could help them get back
into care sooner… I think will be extremely helpful.” (1021, community engagement expert)
Support a vulnerable population “We know from our data that this is a population that has the worst linkage and re-engagement rates compared to any
other population. It’s really pitiful, actually. And so anything that we can do for this population to improve it I think would
be beneficial. And they’re definitely I think in the greatest need.” (1031, public health personnel)
Eliminate the location burden “One of the problems in the wider community is you might have information about someone but not know where they are.
So you might have some obligations… but not be able to find them, or have to go through some complicated process.
Whereas in jail, you know where they are and you know information about them.” (1026, ethicist)
Fulfill an imperative to act on
existing data
“This is a population that is very vulnerable that otherwise might not have that kind of support or those kind of resources.
And so it would actually be a shame to have the information and not do that good deed with it.” (1025, privacy expert)
Increase public trust “Above and beyond the clinical knowledge that you gain is that if it’s properly prodded out into the community it’ll
enhance the belief system that there are people out there trying to do good work for the community.” (1047, HIV
advocate)
Harms
Privacy/accidental disclosure “If someone is immediately outed in a jail as having HIV, there is just no telling the damage to that person in terms of that
information changing the behavior of the correctional officers or the guards or leaking out to other inmates. Jails are
permeable places in terms of information. Every little crumb of information goes all over the place.” (1009, ethicist)
Coerced HIV treatment “There is a power dynamic there where the person might not be really well informed. Like, ‘Oh, I could have said no to
that?’ Many of them would be in a position to think, ‘Oh, if an officer says I got to do this, I guess I got to do it.’” (1042,
legal expert)
Threat of stigma and violence “It may prove to be violent for that inmate for others to know his or her status.” (1039, public health personnel)
Mistrust of government “So, if we’re venturing into some piece that is going to impact how the public perceives public health professionals and
public health surveillance we have to really consider that carefully in terms of whether that’s a place we want to go. And,
obviously the criminal justice system… it’s not a particularly trust-worthy endeavor.” [1030, ethicist]
Discourage treatment uptake “It could further marginalize an already marginalized population that’s mistrusting of the state, mistrusting of the justice
system, maybe mistrusting of the public health system, mistrusting of being monitored, which would potentially make
folks even less likely to get… care.” (1011, researcher)
Implementation factors
Jail resources “It would be yet another thing that they’re supposed to do with the people who are being released, and there’s already 50
things they’re supposed to do, and 49 of them are unfunded.” (1029, researcher)
Availability of private space in jails “Oftentimes inmates will overhear when, let’s say a doctor or nurse is maybe speaking, and they will use that as a
bargaining tool.” (1044, criminal justice advocate)
Length of stay “Jails are such chaotic, quick turnaround environments.… There’s lots of opportunities for folks to fall through the cracks.
Should they be included from a public health perspective? Absolutely. Figuring out how to do it is a much more difficult
question to answer.” (1011, researcher)
Health department support “So my question is not: is the program, would something like that be effective? But could it be funded at the level where it
would be effective?” (1014, jail administrator)
Community and health care
resources
“It’s almost impossible to imagine any of this working really well without somebody having access to some sort of
employment, food security, housing security, etc.” (1017, HIV provider)
Data security/confidentiality “Security trumps health in almost every corner of a correctional facility. So assuring that it stays in the realms of health is
really hard to do.” (1024, researcher)
provided an opportunity for reeengagement. Three par-
ticipants suggested that it would be ethically problematic
to fail to use existing data for public health intervention;
these participants articulated a moral imperative to act
on behalf of a vulnerable population, given that this
data is available. Finally, two participants noted that
implementing D2C in jails could increase public trust
by showing PLWH that there are state health workers
and services available to support them and their
communities.
Potential harms
Nearly all participants (n = 46) identified at least one
potential harm of extending D2C to jails. Fourteen par-
ticipants expressed concerns about the potential violation
of privacy of PLWH through unwanted government over-
sight and contact, possible data breaches, and unauthor-
ized data sharing. Relatedly, 22 participants mentioned
accidental or intentional disclosure ofHIV status as a poss-
ible harm. Many of these participants indicated that the
potential for disclosure was heightened in the jail setting,
insofar as a visit from department of health personnel –
especially if routine and only for HIV management –
could easily disclose someone’s HIV status to jail
officers and other people who are incarcerated.
Twenty-five participants cited threat of stigmatization
and violence as a potential harm following from such dis-
closures. Examples included segregation of PLWHduring
incarceration (e.g., having a separate wing in which only
those with HIV stay), violence against PLWH by jail
officers or other incarcerated people, and criminalization
of HIV. Consequently, accidental disclosure was often
seen as a more serious harm in the jail setting than in
the general population. Several participants expressed
concerns relating to HIV exceptionalism – that is, provid-
ing D2C for HIV yet not for other medical conditions.
They speculated that providing linkage services only for
HIV could exacerbate stigma setting HIV apart from
other types of medical conditions and making it more
obvious that individuals targeted for enhanced services
while in jail or upon release were HIV+.
Although PLWH are free to decline assistance from
department of health personnel in accessing HIV care,
10 participants mentioned coerced HIV treatment as a
possible consequence of D2C in jails because PLWH
who are incarcerated may feel less free than their commu-
nity-based counterparts to refuse medical treatment. For
example, two participants suggested that jail staff could
coerce people into complying with treatment by threaten-
ing to remove privileges. While most participants focused
on potential individual-level potential harms, four partici-
pants identifiedmistrust of government or public health as
a possible harm that might result from inadequate atten-
tion to privacy and confidentiality or poor communi-
cation. Similarly, six participants suggested that D2C in
jails could have the perverse effect of discouraging HIV
treatment uptake due to mistrust of government, stigma,
or fear of accidental disclosure.
Contextual implementation factors
Participants acknowledged that the overall balance of
benefits and harms would depend on implementation
factors and the success of D2C in linking formerly incar-
cerated PLWH to desired care. Most participants felt that
the success of D2C would depend on the social and phys-
ical environment and other facility resources, all of
which vary widely by jail. Many participants thought
that robust engagement with those affected by the crim-
inal justice system would be crucial when considering
D2C implementation in jail.
Nineteen participants expressed concerns about lim-
ited resources in jail facilities and how that might affect
the implementation of D2C. Stakeholders most experi-
enced with jails mentioned constraints on space,
resources for medical treatment, and an already overbur-
dened workforce, and several suggested that jails could
not be expected to provide any additional resources for
implementing D2C. Two participants noted that jail
staff might need specific training to approach incarcer-
ated PLWH in a sensitive and non-confrontational man-
ner, while another participant suggested that workforce
turnover could be a barrier. Several participants noted
that larger jail facilities would be better equipped to
implement D2C.
Ten participants expressed specific concerns about
the availability of private space in jails for counseling
in order to preserve confidentiality. Several participants
noted that the presence of health department personnel
in the jail could be an occasion for disclosure. Conse-
quently, collaboration between jails and the state depart-
ment of health was seen as necessary to maintain
confidentiality. Six participants mentioned the transi-
ence of jail populations after release and variable lengths
of stay as an implementation challenge, noting that it
could be difficult to provide linkage to care for PLWH
with short jail stays.
Six participants discussed the role of support from state
and local health departments in implementing D2C in
jails, particularly the need for funding. Several partici-
pants noted that additional state linkage staff would be
necessary, and one participant mentioned that local
health departments must be equipped to provide care
for PLWH released from jail. One participant expressed
concerns about state employees coming to the jail to
facilitate linkage to care, due to issues of trust. Seven par-
ticipantsmentioned that support for a broad array of com-
munity and health care resources must accompany D2C
efforts, suggesting that D2C would not work well without
attention to other challenges facing individuals released
from jail, including access to employment, food, housing,
treatment for co-morbid conditions, and medications. In
this respect, the challenges associated with jail-basedD2C
may be similar to those in the general population, but
more pronounced considering the multitude of social
and economic challenges facing people as they return
from jail to their communities. Four participants men-
tioned the importance of careful consideration to data
security and confidentiality, particularly given the heigh-
tened stigma around HIV in more rural counties. Finally,
one participant considered D2C the wrong approach to
improving HIV management for PLWH, and argued
that stakeholders should focus on improving health ser-
vice delivery in jails more generally, rather than imple-
menting a “band-aid” solution.
Discussion
Extending D2C to jails is one proposed strategy of addres-
sing the needs of PLWH who spend time in jails, in com-
bination with other efforts to facilitate linkage and
retention in care (Donovan et al., 2018; Swygard et al.,
2018). Expert stakeholders in this qualitative study articu-
lated a range of possible benefits and harms entailed by
extending D2C to jails. The benefits most frequentlymen-
tioned included improved access to care for PLWH and
continuity of care upon release from jail. Frequently men-
tioned harms included concerns about violations of priv-
acy and the potential ramifications of accidental or
intentional disclosure of HIV status. Stakeholders dis-
cussed a range of issues specific to D2C in jails, such as
heightened stigma in the jail setting, the need for training
of jail staff and additional non-medical community-based
resources, and the high priority of this vulnerable popu-
lation. Many experts suggested that the actual likelihood
of benefits and harms would depend on the contextual
details of how D2C would be implemented in jails.
Concerns most frequently expressed focused on
resource constraints in jails and local and state health
departments. To address such concerns, the next steps
for extending D2C to jails will necessarily include enga-
ging with stakeholders on multiple levels, including jail
administrators, state and local public health representa-
tives, HIV providers, and community advocates. This
engagement could include, among other issues relevant
to the local context: strategic planning efforts to deter-
mine how best to preserve privacy and confidentiality
in various jail settings, how staffing needs can be met,
how best to link PLWH with existing community
resources, and how to integrate community perspectives
into program design and implementation.
Strengths of this study include its diverse sample,
which included expert stakeholders from a range of rel-
evant professional backgrounds, its qualitative, descrip-
tive approach, and its consideration of ethical issues in
D2C. This study also has several limitations. First, the
small, purposive sample may not represent the full
range of expert stakeholders’ views on D2C. Second, sta-
keholders may have had different understandings of
“benefits” and “harms”when asked to reflect on potential
ethical considerations of D2C in jails; ethicists, in par-
ticular, may have had more nuanced interpretations of
these terms. Finally, public health resources and jail
organization vary widely by state, and implementing
D2C in jails will ultimately depend on local resources.
Although we asked participants to imagine the hypothe-
tical implementation of D2C in North Carolina jails,
based on available nationwide data describing jail
characteristics (Minton, 2015), our 20+ years of experi-
ence in this field, and our ongoing research assessing
jail healthcare in several states, including North Carolina,
we believe that North Carolina jails are substantively
similar to those in other states. Given the limited litera-
ture on ethical considerations in D2C and the use of D2C
in jails, this study represents an important step toward
understanding future applications of D2C.
Conclusion
Most expert stakeholders in this study viewed D2C in
jails as a valuable public health strategy but were con-
cerned that its implementation could result in harms
that differed from – and could be more severe than –
those experienced with community D2C. Implemen-
tation of D2C in jails may require novel strategies to
minimize risk of disclosing out-of-care patients’HIV sta-
tus. As D2C becomes increasingly routinized in US pub-
lic health practice, jails and other settings where PLWH
are particularly vulnerable should be prioritized for com-
munity engagement, so that implementation strategies
can respond to local needs and concerns and public
health personnel and other policymakers can develop
recommendations that anticipate foreseeable challenges
and outline potential responses.
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